This is not anti-doctor
I was saved by brilliant science and top notch clinicians. Diagnosed incidentally with stage IV, grade 4 metastatic renal cell carcinoma, I had bone metastases in my femur (which eventually fractured), ulna, and cranium; five metastases in my lungs; and muscle metastases in my thigh and tongue. Yet six months after diagnosis my treatment ended: I've not had a drop of anything since. A superb surgeon removed my kidney and adrenal gland; another repaired my femur (twice), and a skilled oncology team tended me through a difficult and dangerous treatment. Today I am well.
My gratitude goes out to every person who worked on development of the drug and the new protocol I received. Thank you to science, and to every clinician whose training and experience led them to be in the world class team at Beth Israel Deaconess Medical Center that saved my life. My family add their thanks.
What is value and who provides it?
What does my experience tell us about value? To understand a changing industry we must be clear about the elements that constitute value in medicine. Clearly, my team's achievements are valuable. Let's list some:
Awareness of status-I had no idea I was sick; I'd been tired and slowly losing weight, but at age 56 neither seemed a problem. I was unaware of my cancer until doctors spotted a shadow in my lung during a routine shoulder x ray examination.
Accurate diagnosis-Radiology quickly suggested renal cell carcinoma, but my doctors didn't leap to a plan until a biopsy made it certain.
Current information on treatment options-I've since learnt that three out of four patients with metastatic renal cell cancer never hear of the treatment I got, high dosage interleukin-2 (IL-2). At the time it was the only drug that sometimes produced this result.
Surgical excellence-I was so sick that my nephrectomy had to be laparoscopic, which offers quicker recovery so the IL-2 could start. Access to top notch information-In my case, this was first through access to a top medical centre, but as we'll see in a moment, that's not the only path.
Choice of provider-I chose to be treated at a great medical centre, even though it's an hour from home. To get there I have to drive past a dozen closer hospitals; only one offers IL-2 (and it has far fewer cases). Being allowed to get care there was clearly valuable to me, and it let my providers exercise the competence they'd developed.
My being engaged and informed created value, too
Consider the following, which are neither provider skills nor system issues, yet are clearly valuable.
Taking action to get checked-My cancer was discovered because I got a check-up, on general principle.
Planning ahead-Knowing that my leg might fracture, I
asked what we should do if it happened. This led to a plan that worked: the fracture happened at 5 30 am, and I was in hospital by 10 am, in a methodical, non-dramatic fashion.
Being informed about choosing providers-Years earlier a relative, an intensive care nurse, had shared her sadness that some patients arrive at her tertiary centre too late to save.
That's what led me to connect to an academic centre long before my crisis. In a real sense, she saved my life by giving me that information, and I saved my life by acting on it.
And then consider these other factors that are outside the medical establishment. My online patient community has better information than most hospitals. ACOR.org is a network of simple plain-text listservs for patients with various cancers. One of its best is for renal cell carcinoma, and as soon as my diagnosis was confirmed, my primary physician (Danny Sands) said, "You're an online kind of guy, Dave-you might like to join this group." Within two hours of posting my first message, I got facts and practical advice that to this day don't exist in any journal article or establishment website. 
ACOR's practical information may have saved my life
As a responsible engaged patient, knowing that IL-2's side effects might kill me, I sought to prepare myself. First I sought authoritative sources; there I found dry facts: "Side effects are often severe and rarely fatal, and include . . ." I thought, "What am I supposed to do with that?" and turned to my peers on ACOR. I asked, "You who've done this-what was it like? What do I need to know?" From them I received 17 firsthand stories-a wide range of experiences. I felt prepared-and today Dr McDermott says, "You were really sick. I don't know if you could have tolerated enough medicine if you hadn't been so well prepared." In this case valuable-as in potentially lifesaving-information came from outside the establishment.
A new view of value
To understand these anecdotes we need to understand what value is. That question is at the core of what Christensen dubbed disruptive innovation 6 ; more recently, and more aptly, cardiologist Eric Topol has described it as "creative destruction," 7 in which previously bundled elements of value become unbundled, making new things possible. If you're blind to this, it hurts when it hits.
It happened to me in the 1980s, when my industry fell apart. I worked in typesetting, and along came the Mac. "Hello," said the first ads. Its first seminal application was desktop publishing, which enabled the great unwashed to use fonts, one of the core assets in the typesetting bundle. Another was the ability to lay out pages, which had previously required cut and paste or immensely expensive systems. Another was software to count character widths and hyphenate words at the end of a line-not to mention more complex tasks, such as composing complex tables to display data more clearly. Last was the LaserWriter's ability to print complete pages. Everything about desktop publishing was far lower quality than what we in the trade offered, but the people with the need-the ultimate stakeholders-could decide for themselves what was important to them. What they valued.
Today all those publishing capabilities exist, to varying degrees, in Microsoft Word and your home printer. And you probably have fonts in your phone. We who believed our expertise was the only source of value got a rude awakening.
I'd never say that medicine is like typesetting, but there are parallels that help us understand change as industries digitise. And, in particular, truths that can help us answer "What's going on here?" in the stories above.
To understand what's happening in medicine and more accurately see the future, we need to articulate what those particles of value are-so we can anticipate their "creative destruction," so we can avoid being blind to genuine value when it arises outside our model of thinking, so we can be effective in designing new solutions.
"Doc Tom" saw it coming
As I noted two years ago on the BMJ blog, 8 I'm a disciple of Dr Tom Ferguson, a leader of patients as informed, engaged partners. He was a visionary when he wrote these words 10 years ago: "The emerging world of the e-patient cannot be fully Writing with Gilles Frydman, founder of ACOR, Ferguson predicted that "the 21st century will be the age of the net empowered medical end user and that the patient driven online support networks of today will evolve into more robust and capable medical guidance systems that will allow end users to direct and control an ever growing portion of their own medical care. Doctors who continue to believe that their patients are inherently incapable of navigating the plentiful health resources of the internet will find their net savvy patients leaving them for other doctors. By contrast, those wise and caring doctors who realise that we may have just as much to learn from our patients as they have from us should do very well indeed." 9 Ferguson saw the future of internet enabled patient connections. At a deeper level, though, he saw the value patients were finding, creating, and even defining, on their own.
The baby boomer surge is forcing society to face decisions about costs-and particularly what is valuable. It's senseless for clinicians and governments to bear these choices alone; a sad effect of needless paternalism is that it places a false burden on responsible people. In other industries value is defined by the ultimate stakeholder-the one who benefits, or not, from the service. We should do the same in medicine.
We hear that if given the chance, patients will spend the earth-but the evidence says otherwise.
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Saved by value, from clinicians and peers I close by reinforcing how grateful I am for excellence in medicine-and for the additional value I received from peers.
Two years after my treatment I had the deeply moving experience of walking my daughter Lindsey down the aisle at her wedding. And last Christmas she gave me a jigsaw puzzle, whose first solved portion said, "I can't wait to meet you!" It was an ultrasound: I have lived to see the birth of my first grandchild, this July. If that's not value, I don't know what is.
The value delivered by skilled clinicians is still there, but now we can see that it's no longer the only source-and sometimes it's not even the best. According to patients. And even according to my oncologist.
Please, let patients help improve healthcare. Let patients help steer our decisions, strategic and practical. Let patients help define what value in medicine is.
